Background: Despite standardization in disease assessments and curative interventions for childhood cancer, palliative assessments and psychosocial interventions remain diverse and disparate. Aim: Identify current approaches to palliative care in the pediatric oncology setting to inform development of comprehensive psychosocial palliative care standards for pediatric and adolescent patients with cancer and their families. Analyze barriers to implementation and enabling factors. Design: Preferred Reporting Items for Systematic Reviews and Meta-Analyses guidelines framed the search strategy and reporting. Data analysis followed integrative review methodology. Data sources: Four databases were searched in May 2014 with date restrictions from 2000 to 2014: PubMed, Cochrane, PsycINFO, and Scopus. A total of 182 studies were included for synthesis. Types of studies included randomized and non-randomized trials with or without comparison groups, qualitative research, prior reviews, expert opinion, and consensus report. Results: Integration of patient, parent, and clinician perspectives on end-of-life needs as gathered from primary manuscripts (using NVivo coding for first-order constructs) revealed mutual themes across stakeholders: holding to hope, communicating honestly, striving for relief from symptom burden, and caring for one another. Integration of themes from primary author palliative care outcome reports (second-order constructs) revealed the following shared priorities in cancer settings: care access; cost analysis; social support to include primary caregiver support, sibling care, bereavement outreach; symptom assessment and interventions to include both physical and psychological symptoms; communication approaches to include decision-making; and overall care quality.
Introduction
Notable advances have been made in pediatric oncology curative treatments because of the dedicated use of treatment standards containing prescriptive approaches for medical interventions aimed at aggressively treating cancer and managing or preventing physical complications. These treatment approaches are often personalized to the child depending upon the individual response to treatment. Similar advances would likely be achieved in psychosocial palliative care if prescriptive approaches to the psychosocial care of children and adolescents with cancer and their families were formulated and implemented with similar diligence. Disparate sources of evidence are available to support this approach to psychosocial palliative care in the context of childhood cancer, but need to be reviewed and synthesized. As care providers are encouraged to offer attentiveness toward individual preferences of patients and their families facing life-limiting illnesses, 1 pediatric and adolescent age oncology patients and their families have identified their psychosocial care needs as both complex and unique from adult psychosocial care needs 2-5 -a claimed uniqueness warranting the specific attentiveness of care providers. While many descriptive reports speak to the benefits of earlier integration of palliative care in pediatric and adolescent oncology, 6, 7 currently there is a paucity of synthesized data. The purpose of this integrated review was to review and coordinate landmark pediatric palliative cancer papers to contribute to the development of Clinical Practice Guidelines for optimal psychosocial palliative care of children with cancer. To complete this comprehensive integrative What is already known about the topic?
• • Earlier integration of palliative care with psychosocial support for family members has been recommended as a critical component of comprehensive care of children and adolescents with cancer. • • While many descriptive reports speak to the benefits of palliative care, currently there is a paucity of synthesized data depicting whether youth with cancer and their families should be introduced to palliative care early in the disease process and how psychosocial support should include family members.
What this paper adds?
• • This integrative review considers the potential for early integration of palliative care in the pediatric cancer setting to support the standardization of pragmatic, psychosocial, and communication needs of youth with cancer and their families. • • By including patient, parent, and clinician perspectives as voiced in primary manuscripts, this integrative review prioritizes primary stakeholder perspectives.
Implications for practice, theory, or policy • • Our findings reveal that primary family caregivers often feel over-extended during the progressing illness trajectory; siblings and grandparents feel under-recognized and under-supported by the care team; and that the larger family unit fears being forgotten during bereavement. • • Our findings reveal a mutual domain of patients, primary caregivers, family unit, and clinicians striving and yearning to best care for one another, a finding with potential to inform and advise collaborative future best practice interventions. • • This review maps what is known about palliative care and psychosocial services in pediatric cancer care through integrative synthesis of published data for navigation of improved practices and standardized guideline development.
review, the study team mapped what is known about the role of palliative care and psychosocial services in pediatric and adolescent cancer care through systematic review and synthesis of published data for navigation of best practices and guideline development. Lack of standardized psychosocial palliative care guidelines in childhood cancer care may result in inconsistent access to assessments and interventions for pediatric cancer patients and their families. The risks of not standardizing psychosocial palliative care include not knowing what therapeutic approach to use in clinical circumstances, not knowing the basis for psychosocial palliative care outcomes, not being able to explain one's practice or outcomes, and misapplying a therapeutic approach that causes harm. 8 To continue the successful tradition in pediatric oncology, care teams may next consider a standardized approach to psychosocial palliative care support in oncology that benefits the whole and yet can be tailored to the individual.
Methods

Sampling the literature
Preferred Reporting Items for Systematic Reviews and Meta-Analyses (PRISMA) guidelines framed reporting of this review. 9, 10 Methods of the analysis and inclusion criteria were specified in advance and registered in the PROSPERO systematic review database as Protocol CRD42014009 926 (http://www.crd.york.ac.uk/PROSPERO/, accessed 14 December 2014). The integrated approach used in this systematic review drew on primary data extracted from diverse study types: inductive and deductive, theoretical and empirical, and experimental and non-experimental. Types of studies included randomized and non-randomized trials with or without comparison groups; qualitative, quantitative, and mixed method data; prior reviews; expert opinion; and consensus reports. Only published studies were included with dates limited to 1 January 2000 through 1 May 2014. No language restrictions applied. Children, adolescents, and young adults with oncologic diagnoses were included as study subjects in addition to their family members. Palliative care studies including patients with non-malignant diagnoses were included only if data for the cancer population was specifically summarized.
The search utilized four databases: PubMed, Cochrane, PsycINFO, and Scopus (2000) (2001) (2002) (2003) (2004) (2005) (2006) (2007) (2008) (2009) (2010) (2011) (2012) (2013) (2014) . Search terms included "palliative care" OR "palliative" OR "hospice" OR "end of life" OR "bereavement" AND "psychosocial" OR "communication" OR "support" OR "quality of life" AND "cancer" OR "neoplasm" AND "child" OR "adolescent" OR "young adult" OR "family" OR "sibling" (using indexed MeSH terms). Two medical librarians independently screened the search strategies. The last search was run on 20 May 2014. The team hand searched issues of two journals not fully indexed in the databases. The reference lists of all included studies were checked for additional studies. The study team reported the risk of bias and quality rating of each manuscript according to quality standard unique to the study type (supplementary Table 1 ). With recognized diversity in included study type, the study team acknowledged each study format as carrying unique vantage point worth inclusion with equal weight. Specifically, qualitative papers offered rare vantage of patient voice, quantitative papers brought numeric insight, and consensus reports carried expert opinion. All included studies were treated with equal weight in determining their contribution to the data synthesis.
Procedure for reviewing the literature
The team developed a data extraction sheet (online Appendix 1), which underwent a pilot test on five randomly selected included studies. Items on the extraction sheet included study methodology, study length, study setting, population and control/comparison description and size, study setting, and findings. For review papers, review question, study group descriptions, inclusion and exclusion criteria, synthesis format, outcome measures, and findings were reported. For expert opinion or consensus papers, recommendations were extracted. Additionally, the data extraction sheet included items for study team members to indicate their judgments about interventions described in the reports, including barriers to implementation, tools for application, cost of application, monitoring or auditing processes, and possible harms of intervention.
Two reviewers independently performed eligibility assessment performed eligibility assessments of abstracts utilizing a pre-determined eligibility checklist. These independent reviewers (M.W. and K.H.) reached consensus for exclusion/inclusion decision with 96% inter-rater agreement. Six articles were discussed to reach inclusion/exclusion consensus. Additional non-duplicate articles were added from references of included studies with group consensus on these articles. Then, a team of eight reviewers (M.W., K.H., A.G., K.P.K., R.C., A.W., C.B., and P.H.) from fields of oncology, psychology, nursing, and social work systematically reviewed articles at full-text level. Members of the study team did not serve as reviewers for papers they had authored. Two team members independently reviewed the same published paper with inter-rater agreement for exclusion/inclusion decision reached at 94%. French and German articles (n = 3) underwent review by one study team member. A total of five articles were discussed for consensus with two requiring primary author contact for further clarification prior to consensus agreement.
An electronic folder was created for reviewers to access standard bias definitions for quality assessment scores. Criteria for risk of bias for non-randomized trials were assessed by each reviewer by applying the Effective Public Health Practice Project tool (http://www.ephpp.ca/tools. html, accessed 1 October 2014). Similarly, qualitative studies were assessed for bias by reviewers using the Consolidated Criteria for Reporting Qualitative Research (COREQ) criteria 9 and additional studies reporting per Critical Appraisal Skills Program (CASP) standards (http:// www.casp-uk.net/#!casp-tools-checklists/c18f8, accessed 1 October 2014). Funding source and author recognition of possible bias were analyzed.
Each reviewer entered the data from completed data extraction sheets into an online extraction template designed by two study team members (M.W. and K.H.) to enable consistent data formatting for team analysis. Two study team members independently completed the data extraction sheet per article, and a minimum of one additional study team member checked data extraction to recognize differences of opinion and recirculate these findings back to primary and secondary reviewers for agreement.
Data analysis
Data analysis followed a pre-determined four-step process of data display, data grouping, data categorizing, and data synthesizing as per integrative review methodology ( Figure 1 ). 11 This step-by-step approach facilitated recognition of patterns, variations, and relationships from extracted data. Verification of validity occurred by systematically rechecking themes against the primary literature within and across groupings.
Step 1 (data display). A master matrix was created to display the comprehensive set of data extracted for each article.
Step 2 (data grouping). All included articles were then organized into non-exclusive groups: (1) stakeholder voice and (2) type of publication. One article could appear in either or both groupings. These groupings facilitated review of first-order findings (themes arising directly from participant such as patient, family member, or staff perspectives) and second-order findings (themes arising from primary author interpretations of the research as described in the "Outcomes" and "Discussion" sections of primary publication type). NVivo software was utilized to analyze direct quotes from patient, family member, or staff for first-order findings. By then regrouping articles according to publication type, the data were analyzed based on primary author discussion as second-order findings (supplementary Table 1 ).
Step 3 (data categorizing). The team created a grid of care category findings for systematic return to the primary data by care category across literature formats (supplementary Table 2 ). Due to the complex inter-play of physical, psychological, social, and communication needs during cancer care, study content was monitored by outcome categories.
Step 4 (data synthesis). Based on iterative integration of first-order and second-order findings, the study team developed a conceptual framework ( Figure 2 ). To develop the conceptual model, each reviewer was assigned either a horizontal row (quality care factor) or vertical column (stakeholder perspective). Rows and columns were assigned to reviewers based on the thematic content of their reviewed manuscripts and/or based on professional expertise. Each cell in the conceptual model therefore received an intersecting "expert opinion" with one study team member representing the quality care factor (one reviewer) and a different study team member representing the stakeholder perspective (different reviewer). The phrases for each cell were grounded in the integrative review's foundational evidence base. Study team members were encouraged to incorporate what they hear and witness through their daily interdisciplinary work as part of the development of third-order findings. To protect the conceptual model phrases from extending beyond the original research, two reviewers (K.P.K. and M.W.) checked phrases against data from the original research to ensure that the conceptual model was consistent with and grounded by the original research findings. Group consensus was reached through discussion among reviewers.
Quality Care Elements CommunicaƟon
Findings
A total of 216 studies were identified for inclusion in the review. After removing duplicates, 182 remained. Of these, 67 studies were discarded at abstract level. Approximately 32 abstracts were excluded due to lack of palliative care theme; 24 due to study participant's age exclusive of pediatric, adolescents, or young adults; 7 due to lack of oncologic diagnosis; and 4 due to publication format. The remaining 115 citations were examined at fulltext level. In total, 43 studies did not meet inclusion criteria, yielding 72 included papers. The most common reason for exclusion at the full-text level included study population exclusive of pediatric or adolescent age groups (n = 31). PRISMA flow diagram is available in Figure 3 . Publication types included 36 original research articles, 2,3,12-45 31 editorial or expert opinion papers, 4,5,46-74 1 consensus report, 75 and 4 reviews. [76] [77] [78] [79] Of the original research articles, 7 were mixed method, 7 were qualitative design, and 22 were quantitative design (supplementary Table 1 ). All studies were available and reviewed in English other than two in French 53, 67 and one in German. 80 A total of 14 studies were multi-institutional investigations. Manuscripts represented data from nine countries: Australia, 24, 26, 31, 36 Brazil, 12 Canada, 2, 23, 37, 38, 43, 66 Germany, 32, 40 Lebanon, 18 the Netherlands, 44 Sweden, 33, 39 the United Kingdom, 17 the United States, [13] [14] [15] [16] 19, 20, 22, 25, 28, 29, 45 and one multi-country paper. 41 The primary study subject included pediatric ages; 42 the adolescent young adult (AYA) population ages 10-21, 22 14-21, 34 16-28, 19,28 and 15-25 years; 66 caregivers of patients receiving palliative care; 3, 12, 13, 15, 21, 24, 29, 37, 38, 43 bereaved parents; 2, 14, 18, 20, 23, [25] [26] [27] [31] [32] [33] 35, 36, 39, 40, 44, 45 social workers; 16 principal investigators; 41 palliative team members; 17 and pediatric oncologists. 30 Five original research studies reported on a specific intervention other than the development of a palliative care service: use of familycentered advanced care planning (ACP) training, 34 parental decision rationale reported in a timely summary for medical teams, 15 introduction of co-case management and shared decision-making education, 29 a 24-h available palliative telephone service, 24 and advanced practice palliative care staff training for transitions from critical care settings. 60 Four studies included longitudinal design with 12-week, 15 3-month, 29 8-year 24 measures and one extended pre-post cohort study. 45 Of included review articles, two were systematic 76, 78 and two were narrative. 77, 79 Of included editorials, two authors referred to specific theory as Family Management Style Framework 12 and Perceived Personal Control Crisis Model. 69 Literature-specific bias and quality scales are summarized in supplementary Table 1 . For expert opinion/commentary papers, two manuscripts included author mention of potential personal bias or how personal perspective may influence writing. 61, 69 
Synthesis of first-order findings
As has been previously recognized, pediatric end-of-life research contains a startling paucity of patient reported outcomes. 76 Only four papers contained quotes spoken directly by patients 46, 55, 57, 61 with five additional manuscripts using patient input as direct data point, 19 15, 18, 20, 25, 26, 29, 31, 32, [34] [35] [36] [37] [38] [39] [40] [42] [43] [44] [45] 66 including family member input as a direct data source, thus 33 out of 72 (46%) papers provided access to family perspective. Five articles (7%) included direct quotes from surveyed staff. 15, 16, 56, 57, 64 Quotes spoken by stakeholders (patient, parent, and provider) were obtained from primary sources with phrases coded in NVivo 10.0 software. In analyzing the content of quotes spoken by patient, parent, and health provider, shared themes were manifest across stakeholder perspectives (supplementary Table 3 ). The study team recognized a phenomenon of mutual care. Mutual care was defined by the study team as the realization that the ill child and parent experience similar concerns for each other including the desire to protect each other from sad realities and negative emotions and outcomes which could contribute to not openly addressing worries, and a similar intention to look out for or advocate for each other. Parents spoke of struggling by the child's side as the child struggles 12, 21 and staying strong for the child while finding strength in the child. 12 Patients expressed worry about family members left behind 57 as parents expressed worry about leaving the child alone. 12 Patients spoke of protecting their parents while their parents protect them. 57 Patients spoke of carrying the "secrecy" of death and prognosis as part of protecting a silent family. 57 Relationships between patients and staff and patients and family revealed mutual elements of striving to care for, protect, and advocate for the other party.
Organization of primary quotes according to the themes stated by patients, families, and providers revealed important and potentially unifying shared priorities: goals of maintaining hope, 3, 12, 14, 23, 57, 61 giving and receiving honest communication, 3, 57, 64 and relieving pain. 12, 14, 21, 46, 81 Whether through humor 61 or interactive play, 46 child and parent appreciated moments of memory making. Although experienced in different ways, fear was voiced across all stakeholder groups, 12, 57, 81 as was the theme of carrying blame and perception of death as a self-failure. 12, 61, 81 Patients appreciated the opportunity to pick from care choices; 57 parents appreciated the process of sharing decisions, 12, 27 and providers recognized information sharing as an essential step to enable patients and parents to participate in decision-making. 16 Parents and providers both voiced the need for improved care transitions 16, 21, 27 and fewer fiscal barriers to quality care for families. 15, 23 Parents recognized self-care and respite support as necessary for their care of the ill child and extended family unit. 13 Health providers also recognized the need to care for self and colleagues in order to better care for the family and patient. 81 
Synthesis of second-order findings
While analyzing second-order findings, an interesting phenomenon emerged: the positive influence of a welladdressed care category benefitted care outcomes in another care category. Similarly, under-addressed areas of care risked extending negative outcomes to other care categories. For example, quality communication with the child at the end of life resulted in improved psychosocial outcomes for bereaved parents. 3, 35 Whereas uncontrolled physical symptoms for the child at the end of life translated into parental long-term grief. 44 Care categories carry a mutual influence on one another and a synergistic role on perceived quality of overall care.
Care access. Families often preferred to take care of their child in the home setting, 12, 23 although half of n = 56 surveyed bereaved parents in one study 32 and 10 out of 48 bereaved parents in a second study 40 notably could not recall having ever been informed of home care options. Three parent focus groups 23 described subpar home care provisions keeping home from being a feasible care location. 3 Opportunities for families to plan the location of their child's death impacted the enablement of home as the family's preferred location of death. 25 Family-centered ACP resulted in patient and parent dyads more inclined to limit expensive, invasive treatment options at end of life. 34 One well-integrated palliative care program resulted in 100% of deaths occurring in the location requested by families, 13 while another integrated palliative program significantly decreased inpatient and intensive care location deaths (Risk Difference, 16%; p = 0.024). 45 Extended access to palliative support, such as a 24-h call line, minimized emergency room visits while still allowing families to feel safe and supported at home. 24 Cost analysis. Cost of palliative recommendations was quantified in only one paper, with depiction of the "relatively low cost" for a state-sponsored palliative network. 13 Cost of a 24-h telephone intervention was labeled "economically viable" by the authors. 24 Placement of advanced practice palliative care staff at critical transitions was described as a low-cost intervention. 60 Family-centered ACP resulted in patient and parent dyads more inclined to limit expensive, invasive treatment options at end of life. 34 As the literature revealed that family members often give up employment to care for a child at end of life, they may carry the heavy weight of end-of-life care costs. As reported by 41% of bereaved parents in a Lebanese study, the last month of the child's life had an impact on the family's financial status as parents had to quit work or reduce hours. 18 In total, 15 out of 48 bereaved parents reported to have carried "significant financial burdens" surrounding their child's death. 32 Families were reported to struggle with not only the direct medical costs but also indirect cost of lost income for provision of care. 18, 32, 37 Co-case management interventions were reported by families as helpful in accessing available insurance reimbursement for necessary services. 29 Primary sources referred to palliative care as cost savings to tax payers and spoke to the collective fiscal benefits of upstream palliative service provisions. 66 Social support. Parents expressed a perceived failure in their role as a parent during the child's end of life, 18 described feeling overwhelmed and alone, 12 and felt unable to adequately attend to other responsibilities. 23, 27 The perceived isolation and emotional burdens carried by siblings 3, 4, 13, 31, 44, 48, 51, 52, 57, 68, 69, 72 and grandparents 17 were noted by primary sources as under-recognized and under-supported. Adolescent patients were revealed as a population warranting creative social support enablement, such as web-based networks 66 as attentiveness to social factors is essential to their needs at this developmental stage. 5, 49, 68, 73 Although the literature contained rich evidence on the need for bereavement care and recognized bereavement services as a fulfillment of nonabandonment, 4 papers did not detail family-individualized bereavement assessment as has been feasibly modeled in intensive care settings. 82 Interventions varied from memorial attendance 70 to family contact on memorable days 74 with communication using personal notes, 71 phone calls, 62 or home visits. 17, 62 Only one paper mentioned a specific ideal time frame for the duration of bereavement counseling coverage (13 months), 13 otherwise bereavement care coverage was stated as a longterm commitment. 72, 74 Symptom assessment and intervention. Uncontrolled pain was associated with child anxiety, 2 parental thoughts on hastening child's death, 33 and parental long-term grief. 44 Pain was the most frequently reported symptom in need of improved management through palliative interventions. 16, 18, 30, 40 One center documented improved pain control through integration of comprehensive palliative consult services. 45 Parents described the distress of uncontrolled symptoms and the need for earlier anticipatory symptom guidance. 23 Depression and anxiety were depicted as current realities at end of life for patients, 2, 23, 32, 40, 65 particularly in adolescent patients. 22, 47, 66, 75 Care actions during the child's life clearly impact psychological symptom burden for bereaved family members. 23, 36, 78 Silence surrounding unaddressed fears was associated with patient anxiety. 39, 64 A total of 58% of surveyed pediatric oncologists (n = 282 surveyed) reported not feeling personally competent to manage depression in children, 30 further emphasizing the essential role of interdisciplinary palliative teams for comprehensive support. 51, 63, 72 The current approach to psychosocial screening assessments was depicted as inconsistent and locally determined, 17 and warranting development of standardized questionnaires for anxiety and psychosocial screening. 66 Bereaved parents suggested the need for improved psychological 6 and spiritual 12 support for both children and family members while recognizing a need for earlier introduction to professional counseling. 27, 48 The most common needs at the time of new pediatric cancer palliative care consults were pharmaceutical interventions for physical and psychological symptoms and referrals for professional counseling. 42 Comprehensive care of oncology patients includes prompt referrals to mental health professionals 75 and inclusion of family member referrals for supportive counseling. 4, 16 Emotional domains were statistically improved with introduction of comprehensive palliative care interventions. 29, 45 Communication. Inclusion of patients in decision-making conversations between the health care team and parents was under-documented in medical records, as the documentation "rarely" mentioned inclusion of adolescents with cancer 22 and "rarely" mentioned inclusion of children. 42 The primary literature clarified the essential role of family-centered decisional approaches, recognizing that discordant decisional goals within couples influenced bereaved parental perception of child suffering 14 and personal suffering. 12, 38 The literature emphasized the essential role of enabling and empowering adolescents in medical decision-making 16 including ACP. 19, 28, 34 Inclusion of patients in end-of-life conversations was noted to be remembered without regret by parents. 33 Parental perception of care quality correlated with measures of communication quality with prioritization of sensitive and caring, 35 compassionate, 3 honest, 3 and prognostic 27,58 conversations. Quality communication was associated with lower levels of long-term parental grief. 23 Care quality. As described, quality of communication consistently correlated with family perception of overall quality of end-of-life care. Perceived quality of care at end of life was also impacted by accessibility of services, 18 care accommodations, 27 and coordination 3 of services particularly at times of care transition. 23, 29, 60 Barriers to implementation of palliative care processes were not mentioned in 32 out of 72 (44%) papers. Authors identified barriers such as restrictive hospice enrollment rules, 13 limited access to mental health professionals, 2, 17 lack of qualified support services, 25 lack of formalized training, 3, 16, 48, 59, 64 lack of knowledge, 4,26,42 cost, 4, 18, 30, 35, 52, 54, 57, 65, 74, 75 lack of communication with the medical setting, 34, 66, 75 perceived lack of time, 17, 30, 34, 35, 63, 74 physician discomfort 19, 20, 58, 76, 77 or provider misconceptions, 21, 51, 73 lack of a comprehensive (beyond curative-directed) care culture, 49, 50, 62, 63, 69, 72 and lack of implementable guidelines. 79 
Synthesis of third-order findings
Early integration and continuation of quality palliative services provide the potential to achieve better physical and psychological health for both the child and family. 77 The literature revealed a need for improved physical and psychological symptom assessments and interventions longitudinally in cancer care. Longitudinal needs exist across the care continuum from diagnosis through disease progression, and into bereavement. Quality care factors were collapsed from second-order care category findings into those determined by the study team as psychosocial priorities for standardized longitudinal interventions (still amenable to individualization): communication, symptom control, cognitive understanding, pragmatic needs, and maintaining relationships. The available stakeholder voices provided a perspective of shared mutuality strengthened by varying vantage points. Stakeholder perspectives were then separated according to patient, parents only (or primary guardians), extended family (including siblings and grandparents), and clinician. The conceptual model ( Figure 2 ) depicts that while the focus of palliative interventions is rightfully on the impact on patients, enhancing decision-making, discussing prognosis honestly, or decreasing symptom burden, the emphasis should honor not only the goals of patients but also the mutual goals of family and staff. Similarly, improving respite care and bereavement outreach for family members honors the patient's concern for his or her family while meeting family needs.
Discussion
While solely relying on expert recommendations has been the basis for other psychosocial cancer guidelines, this inclusive method enabled the weighing of primarily empirical findings. Given that care of the ill child occurs within the greater context of family, the methodology is strengthened by linking parent and child reports of the illness experience and perceived outcomes. The organized, stepwise approach enabled intimate familiarity with the literature while organizing and integrating data into a conceptual framework. Exclusion of pertinent evidence or premature analytic closure was avoided. Integrative review approach uncovered pediatric palliative cancer care's diverse and exponentially growing research base while accounting for the complexity of care. A limitation to this study included the lack of global generalization, as the available literature did not include a low-income country perspective despite lack of geographic or language restrictions in the search strategy. Additional bias across studies included lack of diversity in perspective, as ethnic minorities may underutilize palliative services 79 and over half of the original research papers utilized "English-speaking" as a participant inclusion criteria. The most common reported bias across studies was selection bias. Absence of patient voice limited findings, leading the study team to wonder whether absence of this essential perspective was due to physical inability to participate or exclusion from participation. Potential systematic barriers to including children and adolescents in research may include inconsistent review board standards for inclusion, the marginalization of pediatric patients in a hierarchical system, and the possible presumption that youth are not capable of meaningful insight. 83 The recently released Institute of Medicine Report on Dying for America boldly calls for policies whereby all individuals, including children with the capacity to do so, participate actively in their health care decisions with receipt of services "consistent with their values, goals, and informed preferences." 1 Standard research practice should warrant clear documentation of reason when child voice is not included. 76 The study team's interpretation of the primary literature called for a systematic approach to palliative care 42, 70 that recognized the urgent need for procedural guidelines, 16 standards, 17, 47 and clinical tools 25 as enabling factors toward improved change. Recommended tools for monitoring care included data gathering on consults, 62 intervention use, 24 and comparative costs. 13 For accountability, studies suggested weighing palliative care quality in decisions regarding hospital reimbursement 59 and even hospital accreditation. 66 Other tools for advancing the area included pediatric reported outcome assessments, 76 structured psychosocial assessments for all patients at critical time points, 17 and community partnerships. 4 The reality that sibling and grandparent perspectives were consistently absent in palliative care reveals the importance of inclusive strategies individualized to each family, as prematurely limiting focus to only include patients and parents risk excluding essential care and support relationships. Authors, such as exampled in an art therapy paper, encouraged monitoring for processes (e.g. the extent to which the child felt psychologically safe while painting) rather than simply measuring end products (the number of painted papers). 50 ACP was encouraged to be considered not simply as a one-timepoint conversation but as a process of ongoing communication and trust. 34 Primary manuscripts revealed a ripple effect of process improvement in one care category creating positive waves in other care domains.
Conclusion
Navigating toward earlier and enhanced integration of palliative care in pediatric and adolescent cancer settings requires a standardized approach to psychosocial support informed by realistic evaluation of distance from here to there, cultural contexts, and the resources required to achieve optimal care. Youth with cancer and their families should be introduced to palliative care concepts, which are fundamentally important for making choices consistent with goals of care early in the disease process, regardless of disease status. They should receive access to longitudinal psychosocial support and developmentally appropriate end-of-life care in a standardized format with the flexibility of individualization, as supported by the data that formed the foundation of this integrative review.
